Background: It is often suggested that terminally ill patients favour end-of-life care at home.
Introduction
As healthcare systems are confronted with increasing numbers of ageing and terminally ill patients, the question of where people want to be cared for has received considerable attention. Studies suggest that the answer is most often: 'Home'. 1, 2 Being at home, surrounded by family and friends, can offer psychological comfort for patients by providing a familiar environment that they have some control over. 3 Consequently, dying at home is now often regarded as a marker of a 'good death' and a success indicator of the healthcare system. This, however, is a development that some researchers and clinicians are cautious about because dying at home is not always as ideal as it sounds. [4] [5] [6] Based on interviews with 276 bereaved carers, Parkes 7 found that symptom management and exhausted families were common problems of end-of-life care at home. They concluded that 'home can be the best place or the worst place to die' (p. 26).
Care of the dying has become a complex medical science and hence, professional support is often needed. While many people want to receive end-of-life care at home, they do not necessarily want to die there. Agar et al. 8 found low congruence between preferences for place of care and place of death in a longitudinal study of 71 Australian palliative care patients and carers. They were critical that in clinical practice and research these two concepts were not clearly separated, and even used interchangeably. Thomas, Morris and Clark 9 added that in interviews with 59 patients and carers, many expressed no preference for place of death, had not yet decided or favoured more than one place. This caused the authors to be 'wary of the apparently resolute character of preference as reported in more quantitative research literature' (p.2442). End-of-life preferences are often examined as if they are the end result of decision-making, yet there is evidence that choices are not stable and change over time. 8, 10, 11 The aim of this qualitative study was therefore to gain an in-depth understanding of how terminally ill patients and their family caregivers form preferences for place of care and place of death.
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Methods
Sampling and Eligibility
Purposive sampling was used to recruit adult patients diagnosed with a life-limiting illness deemed unresponsive to curative treatment, and a prognosis of less than 12 months as assessed by the treating team. Participants had to be aware of the diagnosis and the terminal nature of their illness. They needed sufficient English skills to give informed consent and be interviewed in English. They had to be physically well enough to participate and have no significant cognitive impairment. Finally, patients needed to have a primary informal caregiver, who was also invited to take part.
Interview guide
Face-to-face interviews followed a semi-structured guide (see Figure 1 ), which was developed through literature review and discussions within the research team and refined during the study. First Preference:
Where would you like (the patient) to be cared for?
What does this place mean to you?
What do you need in order to achieve this preference?
What do you think might prevent this preference? 
Data analysis
Audio-recordings were transcribed verbatim and coded with NVivo software. Qualitative description was used for analysis 12 , involving: open coding (breaking raw data into initial codes); axial coding (merging codes with similar information and establishing relationships between themes); and selective coding (organising codes into overarching themes) 13, 14 . The appropriateness of the themes was checked through continuous iterations and reapplied to earlier transcripts. This process was repeated until no new themes were found.
Results
In total, 17 participants were interviewed (eight patients; nine carers). As summarised in Table   1 , patients were on average 75 years old, the majority were male and had malignancies. Carers were around 69 years of age and most often the patient's spouse. By the beginning of data analysis, all patients who had participated, or whose carer had taken part in the interviews, had died.
PREFERENCES FOR PLACE OF CARE AND PLACE OF DEATH 8 (7) 12.50% (1) 77.78% (7) 22.22% (2) Percentage of patients or carers referring to a patient with a malignant diagnosis (number)
75.00% (6) 66.67% (6) Four overarching themes were identified related to how preferences were formed: (1 Different settings were associated with different uncertainties. Home was the most preferred place of care, which was initially seen as the safest option because it was familiar.
Here, participants described feeling comfortable, free, independent, in control and at peace. Carers were similarly unsure about how they would cope with caregiving demands. This depended on: availability of support; the patient's medical/ personal needs; conflicting carer responsibilities like work; and the carer's own physical/ mental health. To manage these uncertainties and provide good care at home, caregivers described needing help through family members, friends, and medical staff. But many had only a vague understanding of what palliative homecare is and how to access it, which added to service-related uncertainty. For instance, one dyad reported hearing 'fairly good reports' about 'this palliative care business'
although being unsure what this actually meant, associating it with a special hospital care for imminently dying patients.
Despite high uncertainty at home, carers described being very committed. As with this example, preferences were rarely absolute and often expressed as conditional tendencies to favour one place over another. Carers were unsure if they could fulfil their patients' care needs as they approached death, and thought a more professional setting might be required. There was a threshold at which the demands of homecare exceeded the carer's abilities to cope and providing best care meant relocating to an institution. Under those circumstances, home was no longer the safest option and overruling or re-evaluating the patient's wishes was considered necessary -in the interests of both:
I have talked to [patient] and I don't think I would be able to cope with looking after him While most participants accepted hospital or hospice care as sometimes necessary, nursing homes were considered extremely unsafe. They were described as 'understaffed', 'underbudgeted' -'a money-making venture" where 'it's not about the care of the patients'.
This increased illness-related uncertainty:
My attitude is that they [nursing homes] are waiting rooms. You go there to wait to die.
Sometimes it takes a long time. Sometimes it doesn't. But essentially it's where you deposit people that you don't want to care for at home or you can't care for at home.
(Patient 7, male, home)
Participants felt strongly about avoiding nursing homes at all cost. They were said to offer no stimulation, no dignity and people were believed to die there more quickly. Residents were described as 'abandoned', 'left alone', 'drugged up', and even 'locked up'.
As decisions were made in extremely unpredictable circumstances, participants discussed a strong need to seek certainty and thereby achieve a sense of safety. However, as illustrated in Figure 2 , there was a tipping point at which too much certainty was perceived as confronting and sometimes even avoided. Individuals differed in how well they could tolerate uncertainty and which strategies they used to feel safer. To find a balance between not knowing enough and knowing too much, participants responded on a level of thoughts, emotions and actions. 
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Emotional Responses
Preference forming was not purely cognitive but also an emotional process. Feelings discussed in response to uncertainty related to two sub-themes: 
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In contrast, carers talked about being exhausted, unprepared and overwhelmed. There was a sense of responsibility in a burdened way. Yet, while making end-of-life decisions in an unpredictable context was described as challenging and upsetting, emotions were also a source of great strength.
Strengthening emotions: e.g. hope, courage, trust, happiness and contentment. Many used humour as a coping mechanism and expressed gratitude, reciprocity and commitment:
Patient: I'd stay at home, battle it out at home.
Carer: Always the two of us… Patient: As long as the two of us got our marbles together, we'll battle through.
(Patient 4, male and Carer 4, female, home)
Behavioural Responses
In the interviews, two main behavioural strategies were discussed to deal with uncertainty:
Active preparation: For carers, this mainly meant learning. They gathered information about the illness, alternative treatments and care settings. They learnt medical jargon, sought support and set up their home for care. For patients, preparation meant talking about their wishes and negotiating preferences with respect to their family's needs. Many had made specific end-of-life arrangements by giving belongings away, completing a living will or even funeral planning:
A Mass, nice and quiet... I'd be happy with that... It's nice to know in a way, you know, when you're going to die... I think it is, because you can make some of your own arrangements. Like I had a ring that [carer] bought me for our 25th wedding anniversary.
And at the back of my mind I always thought that my daughter-in-law will have that...
And I gave it to her yesterday. Why wait till after I die? (Patient 2, female, non-home)
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For some, active preparation reduced uncertainty as it provided a sense of control and lessened the burden on the family. Yet, the unpredictability of the context also demanded some flexibility and planning far into the future was described as not possible.
Active Avoidance: While planning ahead offered some sense of safety, too much certainty was sometimes perceived as confronting and anxiety provoking. In these cases, considering end-of-life decisions made participants feel unsafe. They hoped for more life with further treatment or even 'miracle cures'. They were unwilling or unable to contemplate dying yet.
Instead, active avoidance was chosen as a strategy to cope with the unpredictable Hence, not dealing with it (yet) was their way of dealing with it. Avoidance was also chosen to protect others. Some participants did not discuss certain issues or actively concealed information that would lead to conflict or upset their family:
That's not something we've actually talked about with her (the patient) because I think that would throw her into tumult, and we thought: Oh, let's wait until that needs to be dealt with... It would just upset her. (Carer 8, female, home)
In summary, both avoidance and planning ahead were strategies used in highly unpredictable circumstances. They were strongly interconnected with the emotional and PREFERENCES FOR PLACE OF CARE AND PLACE OF DEATH 16 cognitive responses outlined. Behavioural strategies changed frequently depending on the situational demands. For example, after making challenging end-of-life choices, patients and carers returned to day-to-day activities, which provided a sense of normality. Similarly, those who preferred not to deal with end-of-life issues were sometimes forced to make decisions and 'pause' their avoidance. While some favoured one approach over another, many appeared to change from avoidance to planning and vice versa.
Discussion
Main findings
This study aimed to gain an in-depth understanding of how terminally ill patients and family caregivers make decisions regarding place of care and place of death. Consistent with previous research, many participants expressed a preference for home. This provides evidence for the argument of Agar et al. 8 that preferences for place of care and place of death need to be assessed separately. The current study adds further insights into the process of forming location preferences, which can be summarised as contextual, personal, relational, conditional, and flexible:
Contextual decision-making. Preferences were formed in a context characterised by uncertainty regarding the illness, the carer and the services. Many participants tried to achieve a sense of certainty through information seeking, discussions and planning. Yet, too much certainty was perceived as confronting and hence, sometimes avoided.
Personal decision-making. Preferences were based on participants' personal history.
Past experiences shaped their attitudes towards care settings and hence decision-making.
Individuals differed in how well they could tolerate uncertainty and which strategies they used to manage it. Some felt safer by not knowing what was to come, while others actively planned for the future.
Relational decision-making. Preferences were negotiated between patients and carers.
The views of medical staff and other family members were also considered. While the focus was on the patient's wishes, decision-making was shared. Preferences were based on concerns for each other, relationship aspects, and a sense of responsibility and reciprocity.
Conditional decision-making. Preferences were rarely absolute, but instead expressed as conditional tendencies to favour one place over another. If the first preference was not feasible, other settings were considered. Hypothetical 'if... then...' scenarios allowed participants to make plans despite this uncertainty.
Flexible decision-making. Even when preferences had been established, there was an acceptance that they might not be achievable. This flexibility allowed participants to change their mind if they wanted or had to. It also created a 'taking it day by day' mentality because planning far ahead was regarded as not possible due to the unpredictability of the circumstances.
Strengths and limitations
By recruiting patients within their last year of life, this study is one of the few that captured true end-of-life perspectives rather than relying on long-range predictions of non-terminal samples or retrospective reports. It further added the views of family carers instead of assuming that their wishes align with the patients'. Participants were recruited from three different settings, providing diverse experiences. However, responses may have been biased by social desirability, especially when dyads were interviewed together. Also an underrepresentation of participants PREFERENCES FOR PLACE OF CARE AND PLACE OF DEATH 18 using active avoidance as a strategy is probable as avoidant individuals are unlikely to volunteer for end-of-life research.
Implications
This study highlights that end-of-life decision-making rarely concludes with a clear and stable choice. Instead, clinicians and researchers need to anticipate, accept, and accommodate the malleability of preferences. Just as we ask patients about their current level of pain and know this might change over time, we need to approach preferences with the understanding that they too can change. Healthcare systems have to cater to this instability of choices and respond to patients' needs at short notice. Furthermore, instead of asking only: 'Where do you want to be cared for and die?', we also need to ask: 'Why?'.
To identify under what circumstances preferences exist, persist and change, we need a continuous dialogue between healthcare professionals, patients and families about their wishes and the reasons behind them. Since the instability of location preferences reflects the instability of circumstances at the end-of-life, communication is of the utmost importance. This means that clear language must be used that does not confuse place of care with place of death, and clinical staff need to be equipped with the necessary skills, time, and resources to engage in meaningful discussions rather than making preference assessments a tick-box exercise.
Conclusions
When asked about their preferred place of care and place of death, the answer of most patients and carers was: 'It depends.' Preferences changed with the demands of the situation and the uncertainty that came with it. Views were negotiated while considering patients' needs, carers' abilities to cope, and the availability of support. This malleability of preferences requires care systems that are accessible, receptive and flexible enough to respond to the ever-changing needs of those facing the end-of-life.
